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PURPOSE: The aim of the present study was to assess, after adaptation to
French, the only specific quality of life (QoL) instrument for children with
Hirschsprung's disease or anorectal malformation, the Hirschsprung's
disease/Anorectal Malformation Quality of Life questionnaire (HAQL), in order to
get a standardized QoL evaluation instrument that could further be used to help
health care improvement.
METHODS: The study was conducted in three teaching hospitals, including the
French reference center for anorectal and pelvic malformations. After adaptation
to French, QoL questionnaires were sent to the children and proxies. The
questionnaire was mailed to 280 families. Psychometrics properties of the
questionnaires (validity and reliability) were analysed from 120 proxy and 96
child questionnaires.
RESULTS: The HAQL with the original structure was not acceptable. Exploratory
steps led to a clinically pertinent structure that had acceptable fit and good
validity and reliability properties. The final structure pools physical symptoms
(continence, discomfort) and psychosocial dimensions (general well-being, social
and emotional functioning) of QoL.
CONCLUSION: The final structure, despite the disadvantage of being a new
structure, allows assessment of QoL in this population and has the advantage of
being shorter and validated on the clinical postoperative questionnaire from the
Krickenbeck international consensus.
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